INTRODUCTION
This paper is divided into two distinct sections: the first identifies 'epilepsy power' and 'client power' and the potential obstacles that may prevent its implementation. The section also aims to encourage health-care professionals and advocacy specialists to reflect on their current methods of practice within the specialist field of epilepsy. The second section utilizes a case history pertaining to a client with epilepsy to illustrate the potential obstacles raised in the first section.
'EPILEPSY POWER', 'CLIENT POWER' AND THE POTENTIAL OBSTACLES TO ITS IMPLEMENTATION Epilepsy power
Within the English language, power implies authority, influence and control. As a form of control, power has been secured and held by the rich throughout the centuries. As we head into the next millennium, the ownership of power is also in the hands of the knowledgeable, skilful and academically able. Yet despite this spread of ownership, power remains in limited supply and retained by certain 'select' groups within our society. Health-care professionals and advocacy specialists within the field of epilepsy, hold a lot of power in the form of health-care and advocacy information, choices, and responsibility. In contrast, many of our clients and carers affected by epilepsy are not in possession of such power.
Client power
As a health-care professional and an advocacy specialist within the field of epilepsy, I believe that our healthcare and advocacy power's should be shared with our clients and carers that are affected by epilepsy. So that they can be 'empowered' to a level that gives them sufficient 'client power' to meet their specific needs and maximize the quality of their individual lives.
Sadly, obstacles arise when power is imparted. Power is a commodity that brings out the true nature of individuals and many people in powerful positions are unsure about giving others their self-perceived power. At times this reluctance can be reflected in the individual practice of health-care professionals and advocacy specialists, working within the field of epilepsy.
This reluctance may be due to individual failings or a lack of relevant and updated information and resources on epilepsy. And/or adequate time spent developing high-quality and cost-effective services for both clients and carers. Poor practice methods such as these may be accepted or forced upon the professionals and specialists, working within the often overstretched and under-funded health-care and advocacy services in the UK.
Before you continue to read this paper, as either a health-care professional or as an advocacy specialist within the field of epilepsy, ask yourself and continue to ask yourself the following question: 'Are you as a 'power holding' individual, 'willing and able' to offer your clients and carers 'epilepsy power'?
If you are 'willing and able' as health-care professionals and advocacy specialists to empower your clients and carers affected by epilepsy I believe that you need to be aware of the 'potential obstacles' that can prevent the true implementation of 'client power' from becoming a reality. In this paper, I have chosen to identify and discuss just three of them, namely, compost, choices and subsidarity.
Compost-information
Firstly compost, as a nutrient compost encourages the natural germination of a seed, growth and development of a seedling, and optimal flowering/fruiting of the adult plant. Compost comes in a variety of forms, each has a multiple or single effect on a variety of individual seeds, seedlings and plants. The knowledgeable and skilful gardener is clearly aware of the specific 'compost needs' of the individual germinating seeds, developing seedlings and maturing adult plants 3 . In contrast health-care professionals and advocacy specialists are presented with clients with epilepsy, rather than plants. Like plants, clients with epilepsy are individuals and they all require a specific measure of compost to address their 'specific needs' 4 . The compost differs to that offered by the gardener to the seeds, seedlings and plants, as clients require compost in the form of information about epilepsy and how it will effect them, their carers, their friends and significant others.
Clients with epilepsy and their carers come from a variety of different, psychosocial, academic and cultural backgrounds. The professionals and specialists should take this into consideration when they are informing their clients. To ensure that each client receives information that is 'client friendly' and tailored to their individual needs.
At present many professionals and specialists have limited financial and personnel resources to meet the 'individual and specific needs' of all their clients and carers. Evidence for this is found in the written, verbal and auditory information issued by the specialist health-care professionals and advocacy specialists throughout the UK. Most information and resources at present serve the needs of the average, white, middle class, academically able, mentally able, multiemployable, and articulate client with epilepsy.
Furthermore the information needs of clients with epilepsy are as varied as the client themselves. Yet advocacy groups and health-care providers tend to create and offer information that addresses the blanket needs of clients with epilepsy. This standard format tends to address the needs of the newly diagnosed clients that have no other medical condition and are aiming to regain control of their 'normal' lifestyle. This approach saves the professionals and specialists time and resources and often hinders the development of a 'clientled service', that would meet the needs of 'all' clients with epilepsy who are seeking information at differing levels. In addition, professionals and specialists tend to control the development, delivery and evaluation of client information.
• Are you as health-care professionals and advocacy specialists ensuring that your clients and carers receive information that is 'client friendly' and tailored to their individual needs?
• Are you presented with an abundance of client information that fails to meet the needs of the majority of your clients and carers? If so, which of your clients are not having their information needs met?
• As professionals and specialists do you include your clients and carers in the development, delivery and evaluation of client material? If so how do you do it?
Choices
If health-care professionals and advocacy specialists are to empower their clients effectively they need to allow the client and carers effected by epilepsy, the complete range of health-care and advocacy choices available. So that clients where able can make an unbiased decision with regards to their health-care and degree of self-advocacy that they require and can manage. At present most health-care professionals and advocacy specialists in the UK are trained to put those decisions in the form of advice. The emphasis on giving advice rather than explanation has led health-care professionals and advocacy specialists, to be more skilled at persuasion rather than discussion, and more dependent on authority than rationale 7 . As a result the professional and specialist remains empowered and the client remains disempowered. Professionals and specialists within the field of epilepsy may argue that they do discuss the specific health-care and advocacy choices that are available to their individual clients with epilepsy. However, these discussions are often initiated as and when the professionals and specialists assess that the client with epilepsy and carers are in need of the information.
Furthermore professionals and specialists discussions are often initiated within the confines of busy health-care clinics and/or advocacy premises where the client is only able to access verbal and written information, via a phone or letter. Many clients with epilepsy are unable to cope within these environmental constraints. As people in general panic when time is in short supply at clinics, become inarticulate when faced with an important phone call and are unable to state clearly their requirements in the written form, individual clients with epilepsy may also experience other problems that deny them an equal footing in the discussion process. Problems such as limited speech and language skills, reduced cognitive dexterity, and impaired physical and mental abilities to name but a few.
It is evident that client friendly, and realistic 'communication processes' need to be adopted by professionals, specialists, clients with epilepsy and their carers that can address the needs of all the people involved in the discussion process. Otherwise clients and their carers will continue to be denied access to the appropriate health-care and advocacy choices to meet their 'specific needs' as individuals with epilepsy. The changes that professionals and advocacy specialists need to make may appear small. Yet if they are well thought through and utilized equally by all involved in the discussion process, they can bring benefits to all clients with epilepsy, many of whom are constantly misrepresented 6 .
• As health-care professionals and advocacy specialists do you dictate or discuss the health-care and advocacy choices available to your clients with epilepsy?
• If you use discussion to explain the choices available to your clients, are the discussions client-led or carer-led?
• Do you believe that your clients with epilepsy and their carers have an equal role in the discussion process or are some misrepresented?
Subsidarity-responsibility
Subsidarity means that those who have the ability to support and inspire others should not be allowed to take away from their clients the responsibility to be informed and to choose. Often health-care professionals and advocacy specialists in powerful positions disguise information and choices as potential problems, which they claim that the client and carers cannot deal with on their own. In contrast subsidarity states that the responsibility is theirs (the clients' and the carers where appropriate), in the first place and should not be delegated to the professionals and specialists, unless the individual with epilepsy, their family or carers are incapable of managing responsibility and seek assistance 5 .
The client with epilepsy and their carer's individual needs will alter throughout their life. The health-care professional and advocacy specialist must be aware and adjust the quantity of 'client friendly' information and choices offered to their client with epilepsy appropriately. Without this fine titration of information and choices by the appropriate professionals and specialists' the client may feel overwhelmed or totally disempowered.
Furthermore, professionals and specialists must also be conscious that like plants, each client with epilepsy has different needs pertaining to responsibility. Some individuals may not want to take on the responsibility of client power and others may be unsure about the concept. Alternatively, some individuals may welcome client power and perceive it as one of their 'rights' as a client within the new style National Health Service.
It is therefore vital that the professionals and specialists allow for the specific empowerment needs of their clients with epilepsy which will ultimately dictate the client/carers (where appropriate), willingness to take control/responsibility (where able), of their own information needs and lifestyle choices. So that 'epilepsy power' becomes a commodity held by the 'clients and carers affected by epilepsy' in the form of 'client power'.
• As a health-care professional or advocacy specialist, do you automatically assume that the majority of your clients and carers are responsible individuals: Individuals that can be responsible for accessing and controlling their own information needs and lifestyle choices, as and when they need to?
• Or do you believe as professionals and specialists that you should be responsible for your clients and carers' information needs and lifestyle choices, as and when you perceive they need them?
• If you allow your clients and carers their right to responsibility and subsequent 'client power', are you selective about which clients and carers you chose?
DISCUSSION
As health-care professionals and advocacy specialists working within the domains of epilepsy services, reflect on your interactions with your clients and carers affected by epilepsy and answer yes or no to the following questions: As either a health-care professional or an advocacy specialist do you:
(1) Hold power in the form of client/carer information, choices and responsibility?
(2) Disseminate health-care and advocacy powers to both your clients and carers affected by epilepsy?
(3) Believe that the process of power dissemination is integral to your employment role?
If you answer yes to the initial three questions then your clients/carers are fortunate, as you clearly are aware of the power you hold and the role you have to play as disseminators. However the degree to which your clients/carers are actually empowered is dependent upon your answers to the following three questions: How many of your client/carers (where applicable):
(1) Have access to specific and client friendly health-care and advocacy information? Personally I feel that as professionals and specialists we would be hard pressed to say that we empower 'all' our clients and carers, therefore the answers to the last three questions will reveal the true dissemination of epilepsy power in the form of client power. Arguably this dearth of client empowerment is in part due to the obstacles that have been previously identified within the field of epilepsy.
In the second section of this paper, I would like to use a case history pertaining to a real client with epilepsy to illustrate how these three potential obstacles continue to prevent professionals and specialists from disseminating epilepsy power to their clients/carers.
A CASE HISTORY OF A YOUNG PERSON WITH EPILEPSY

Client power
At 18 years of age Heather was in her latter stages of adolescence and having made numerous lifestyle choices, she had successfully completed her educational studies. Her educational qualifications allowed her to commence nurse training in the school of nursing she chose 50 miles away from her hometown. She had recently passed her driving test, but was unable to afford a car. As a young person she had a sense of personal responsibility to herself and others. She was in control of her own lifestyle choices and ultimately her future. This was because she had been able to make her own psychosocial, educational, and career choices, utilizing the information that was made available to her within the culture and environment that she wanted to develop and live within, as an individual in her own right.
Client disempowerment
In 1982, just before her 19th birthday Heather was diagnosed as having generalized epilepsy. She was now employed full time as a student nurse. Three months after the diagnosis her seizures were controlled by daily medication. Initially Heather was not concerned about her diagnosis, probably because her medical condition was unproblematic and she was completely unaware of the medical, psychosocial and employment connotations of having epilepsy. However this soon changed, as Heather gradually learnt that epilepsy was not the ideal diagnosis to have as a student nurse with more than 3 years training ahead of her.
Following her medical diagnosis Heather was presented with three major obstacles that prevented her (as a client with epilepsy), from controlling and maintaining her present and future lifestyle options. The obstacles presented as follows:
(A) Denied access to appropriate health-care and advocacy information/compost.
(B) Denied access to appropriate health-care and advocacy choices.
(C) Denied the right as an individual to be responsible for managing appropriate health-care and advocacy, information and choices, pertaining to present and future lifestyle decisions/subsidarity.
Denied access to appropriate health-care and advocacy compost/information
Once diagnosed as a 'client with epilepsy', both the professionals responsible for Heather's health-care and the nursing authorities responsible for her career as a student nurse saw Heather as a potential 'medical and employment' problem. This opinion was based on the professional's belief that Heather's ability to succeed academically as a student nurse was doubtful, and the increased risk of employing someone with epilepsy within the National Health Service was unrealistic. Employment-wise the safest and easiest option for the medical and nursing professionals was to recommend that Heather should discontinue her nurse training. This recommendation soon became the employers decision. However it was based on the misguided opinions of health-care individuals who had limited insight into the multifaceted issues pertaining to health-care employees with epilepsy. Unfortunately for Heather her initial health-care team were not specialists in epilepsy, and consequently her 'individual and specific' information requirements as a client with epilepsy were not addressed: The health-care team were therefore negligent in their responsibility to Heather. Arguably Heather's initial health-care team should have sought information from other professionals and advocacy specialists who worked within the field of epilepsy, and referred Heather to them. After all there was an epileptologist working on the same medical campus and one of the major advocacy groups had a sub-office in the city were Heather was training.
Heather was disappointed by the employment recommendation put forward by her health-care professionals and nursing employers. However she would not accept a decision that was dictatorial and based on invalid and unreliable information. Heather therefore decided to challenge the decision. Heather's initial priority was to gain access to relevant and up-to-date information on the employment implications of having epilepsy, in order to ascertain whether she was right as an employee to challenge the employment decision made by her employers. Luckily Heather came from a secure, reliable and supportive family that questioned rather than accepted the employer's decision, as both of Heather's parents had become disabled during early adulthood and had faced similar employment dilemmas.
Fortunately Heather managed to get a second medical opinion from an epileptologist: he was able to access relevant medical and psychosocial information to meet Heather's 'specific needs' as a client with epilepsy. As an experienced professional the epileptologist was able to tailor the information to suit Heather's academic and cultural needs.
Initially Heather found it hard to know how and where to access advocacy information on epilepsy, she eventually found out about the advocacy information from a nursing friend. Contact with the advocacy specialists provided Heather with a sounding board, which allowed her the chance to offload questions and ideas within a non-judgmental arena. The advocacy specialist offered to represent Heather at the appropriate nurse meetings that were being set up to discuss Heather's future employment prospects. At this stage the nursing professionals intervened, stating that they would not allow Heather to be represented by a specialist from an advocacy group.
Knowing the viewpoint of the Heather's first medical professional, the nursing authorities were keen to allow Heather medical representation at the nursing authority meetings. However Heather asked the epileptologist to represent her, rather than her initial medical professional, because she knew that she was legally entitled to be represented by the person who offered the first or second medical opinion. As a result the epileptologist was able to indirectly empower Heather by meeting with the nursing authorities concerned. He achieved this by utilizing valid and reliable information to dispel any misdirected fears and risks that the nursing authorities thought Heather may pose as a student nurse with epilepsy. Heather qualified with the rest of her nursing group in 1985.
Denied access to appropriate health-care and advocacy choices
The initial health-care professionals that diagnosed and treated Heather as a client with epilepsy never asked Heather if she would like her parents to be involved in the discussion process, they were more intent on ensuring that Heather told her nursing employers about her diagnosis. Once her employers were aware that Heather had epilepsy they were keen to bring to Heather's attention the increased health and safety risks of being a health professional with epilepsy. In addition her medical professional was keen to remind Heather of the negative medical, psychosocial, and employment connotations of having epilepsy, every time Heather attended for an outpatients appointment. Collaboratively the nursing authorities and health-care professionals were choosing to assert their power by dictating to Heather the only choice that they saw as a realistic one-given her situation! Together the health-care professionals and the nursing authorities chose to assert their power as employers and dictate that due to health and safety risks Heather would have to discontinue her 4 year combined sick children's, and adults nursing course. Instead she would have to nurse adults only on a shortened course, in a different hospital. The employment decision involved no discussion with the client with epilepsy, her carers and was based on authority rather than rationale 7 .
Heather was fortunate and able to gain the help of both an epileptologist and a specialist from a major advocacy group. Yet she still felt that she was not in control or an equal member of the relevant discussion processes. This was probably due to the fact that the professionals and specialists assumed that she would be able to understand the articulate and academic choices that were presented to her as a 'potential' health-care professional. Yet in reality she was like a rabbit caught in the headlights of an oncoming car. Heather was unsure about what was being offered to her and who to believe.
In addition Heather found the meetings with her health-care professional in particular were geared to the clock and resulted in health-care advice, rather than discussion. She tried to get answers to personal questions within the advocacy and health-care domains, but found that the information that was offered to her verbally, left her memory as soon as she had left the respective environements. Pre-written information fell short of dealing with the specific questions she wanted answers to. As for the phone it was an impossible communication aid, as she shared a communal phone box with 150 other student nurses and the telephone was situated in the main foyer, a haven for the hospital gossips. Heather's initial health-care professionals and employers chose to ignore the specific information needs and lifestyle choices of their client and employee, which left Heather powerless as an individual and discriminated against as an employee. In addition they took it upon themselves to be responsible for Heather's health-care and advocacy needs, utilizing out-dated and inadequate sources of information, which led them to make an unsubstantiated employment decision. Clearly Heather's employers and initial healthcare professionals were unaware of the rules of subsidarity.
Luckily this scenario changed when Heather made contact with the epileptologist who represented Heather's at the nursing authority meetings. The epileptologist offered to take on Heather's present and future health-care needs. As a result Heather was able to access the specific benefits of a specialist epilepsy health-care unit in the UK. Within the unit Heather was able to access the skills of a multidisciplinary team of health-care professionals. Professionals and specialists who had chosen to specialize in the field of epilepsy.
The multidisciplinary team assessed that Heather was a responsible young adult, who with the appropriate amount of individual support could access and control her own information needs and lifestyle choices as and when she needed to. Furthermore they were willing to allow her an equal partnership within their multidisciplinary team. Since 1982 Heather and the multidisciplinary team specializing in epilepsy, have continued to work in partnership.
In addition Heather has gradually been able to access and take on responsibility for her specific and individual information needs and lifestyle choices within the advocacy arena. Initially it was difficult to access the specific information that she needed to allow her to make personal lifestyle choices within the psychosocial and employment domains. Gradually the specialists and Heather became more adept at understanding the meaning and implications of subsidarity. Both client and specialist had to learn the rules and aims of subsidarity, before responsibility could be given and received, within an ongoing partnership.
Client power
Heather is now 35 years young and retired from full time work due to refractory epilepsy. Initially her seizures were controlled for 13 years but now they are active once more and she is living with the positive and negative experiences of being a number in a clinical drug trial.
As a client with epilepsy Heather has been fortunate: She had the right attitude, at the right time and in the right place, which enabled her to develop from a disempowered client of the 1980s, to an empowered client of 1990s. She is academically and clinically qualified as a nurse, speech therapist, physics teacher, and university lecturer: Heather has clearly experienced at first hand the medical, psychosocial and employment connotations of having epilepsy.
The person in the case history is called Heather, her real name is Judith Heather Lanfear. As I reflect on my 18 years as a client with epilepsy, I feel competent and confident enough to make comments on the events that have happened to me and continue to happen to me, as a client with epilepsy, a health-care professional and an advocacy specialist. Over the last 18 years I may have lacked epilepsy power and control as a client, professional and as a specialist. Sometimes as a result of having epilepsy, a lack of 'client friendly' healthcare, a lack of 'client specific' advocacy resources and sometimes as a result of life events.
Yet overall I have been fortunate, because I have been able to access 'specific' health-care and advocacy information that suits my individual needs; I have been able to make decisions based on 'client friendly' health-care and advocacy choices and discussions. Furthermore I have been granted the right to be responsible for managing the appropriate healthcare/advocacy information and choices that will allow me the chance to take control of my lifestyle decisions as a client with epilepsy. In addition as an average, white, middle class, academically able, mentally able, multi-employable and articulate client with epilepsy, I have been granted 'epilepsy power' in the form of 'client power'.
CONCLUSION
This is my life and it is only representative of me. Personally I believe that the dissemination of 'epilepsy power' in the form of 'client power' is not the norm for the general population of people with epilepsy in the UK. This may, in part be due to the fact that the dissemination of power is a complex process littered with many obstacles.
However present day policies indicate that 'clientled power' in the domains of health and advocacy arenas has arrived 1, 2 . So now is the time for all healthcare professionals and advocacy specialists within the field of epilepsy to focus on disseminating epilepsy power to all those 'willing and able' individuals that are faced with epilepsy on a daily basis. If professionals and specialists fail to disseminate their power to their clients and carers affected by epilepsy, they fail to allow their clients true 'client power'.
Client power that could be utilized to develop and strengthen the local and national epilepsy health-care and advocacy services of the future. Clearly then client power is not a sub-division of epilepsy power but an integral part that will carry increasing amounts of authority, influence and control, as we as a united body (clients, carers, professionals and specialists), take epilepsy forward and into the next millennium.
